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Paul B. Jacobsen, PhD, a and Sean Ransom, PhD, b Tampa, Florida, and Laie, Hawaii it causes, heightened distress has been shown to be associated with poorer adherence to treatment recommendations, 4 poorer satisfaction with care, 5 and poorer quality of life across multiple domains. 6 The importance of recognizing distress is underscored by the fact that several pharmacologic and nonpharmacologic interventions have been shown to be effective in preventing or relieving distress in cancer patients. 7 Unfortunately, evidence indicates that clinically significant distress often goes unrecognized and untreated by oncology professionals. [8] [9] [10] As part of an effort to improve the recognition and treatment of distress in cancer patients, the National Comprehensive Cancer Network (NCCN) convened a panel in the late 1990s to formulate clinical practice guidelines for distress management. Representatives from each of the 19 member institutions met and developed consensus-based guidelines that were first published in 1999 11 and are updated annually. The guidelines include standards of care for distress management and specify clinical pathways that provide detailed recommendations about the evaluation and treatment of distress.
The primary goal of the current study was to evaluate progress in implementing these distress management guidelines by NCCN member institutions. The authors are unaware of any previous research that has directly addressed this issue. Certain aspects of the guidelines can be viewed as key indicators of progress in implementing the guidelines.
Two points relate to the standards of care. First, the standards stipulate that mental health professionals experienced in psychosocial aspects of cancer should be readily available to help patients. 12 Accordingly, each member institution should have mental health services available for patients. Second, the standards also stipulate that all patients should be screened for distress at their initial visit, at appropriate intervals, and as clinically indicated. 12 To be consistent with this standard, each member institution should routinely screen all patients for distress. Two additional points relate to the process of screening for and evaluating distress in cancer patients described in the clinical pathways. First, the pathways indicate that the initial step in managing distress is administering a brief, self-reported measure to identify the severity and potential sources of distress.
12 Measures recommended to screen for distress include the singleitem Distress Thermometer 13 that asks respondents to rate their current level of distress on a scale ranging from 0 ("no distress") to 10 ("extreme distress"). Adherence to this pathway would be evidenced by the use of a brief screening tool, such as the Distress Thermometer, to routinely screen for distress. Second, the pathways identify a clinical decision that should be made based on the initial evaluation of distress severity. 12 Patients experiencing moderate to severe distress should be referred for mental health, social work, or pastoral services as appropriate. For patients experiencing mild distress, continued management by the primary oncology team is considered appropriate. Therefore, each institution should have procedures that refer patients who are identified as distressed through routine screening to professionals with clinical expertise in psychosocial oncology.
To assess implementation of these aspects of the distress management guidelines, key informants at each NCCN member institution were asked to respond to a brief survey.
Methods
A survey developed by the authors was sent by way of electronic mail in April and May 2005 to institutional representatives appointed to the NCCN Distress Management Guidelines Panel. A decision was made not to obtain survey results from the one member institution serving only pediatric cancer patients (St. Jude Children's Research Hospital), because instructions for completing the survey referred specifically to implementation of the guidelines in regards to adult cancer patients seen on an outpatient basis. (Siteman Cancer Center was not a member institution at that time and was therefore also not included.) In instances where an institution had more than one representative on the panel, a single representative was selected initially to complete the survey. If a response from the first institutional representative was not received within 2 weeks after a reminder, another institutional representative (if applicable) was asked to complete the survey. In instances in which an institutional representative did not reply, attempts were made to identify and contact an individual at the institution involved in the delivery of psychosocial services who could complete the survey. Survey items focused on the availability of mental health services, the use of screening methods to identify distressed patients, and the providers of services if a distressed patient was identified.
Results
Responses were received from 15 of the 18 NCCN member institutions eligible for participation in the survey (83% response rate). The initial set of survey items focused on the availability and funding of mental health services at member institutions. All 15 institutions responding (100%) indicated that mental health services are available in their setting. A followup item sought information about the charge system used when mental health services are provided. The response options provided were: 1) no patients are charged for mental health services (either insurance or self-pay); 2) all patients are charged for mental health services (either insurance or self-pay); or 3) patients are charged depending on the mental health services they receive. Among the results, 3 institutions (20%) indicated that no patients are charged, 3 institutions (20%) indicated that all patients are charged, and 9 institutions (60%) indicated that patients were charged depending on the type of services they received. Qualitative information obtained from some member institutions indicated that the last category often reflected provision of services by clinical social workers at no charge to patients, but charges for services provided by other mental health professionals (e.g., psychiatrists and clinical psychologists).
The next set of survey items focused on determining implementation of recommendations that patients be screened routinely for distress. The initial item ("yes/no") asked whether any patients at the institution were screened routinely for distress. Responses indicated that 8 institutions (53%) conducted routine screening for distress.
A follow-up question, directed to institutions that did not screen any patients for distress, sought information about why patients were not being screened. Response options provided for this item were: 1) screening is not considered necessary or worthwhile; 2) would like to but do not have the resources to screen; 3) would like to but do not have the resources to see the patients who might be identified as distressed; or 4) other reason. Of the 7 institutions that did not conduct screening, the reasons identified were: 1) screening not considered necessary or worthwhile (n = 1; 14%); 2) not enough resources to see distressed patients who might be identified (n = 1; 14%); 3) neither enough resources to screen nor enough resources to see distressed patients who might be identified (n = 1; 14%). The 4 remaining institutions (58%) indicated that they were currently in the process of pilot-testing procedures for routine distress screening.
Two follow-up questions were directed to institutions currently screening patients routinely for distress. The first asked if patients were screened through interview or a self-reported measure. Of the 8 institutions conducting any routine screening, 3 (37.5%) used only an interview, 2 (25%) used only a self-report measure, and 3 (37.5%) used both an interview and a self-report measure. Of the 5 institutions using selfreport measures to screen for distress, 3 (60%) used the Distress Thermometer, 1 (20%) used a battery of measures, and 1 (20%) did not provide additional information. The second question asked which patients were being screened: all patients (universal screening) or just patients with certain types of cancer or undergoing certain types of treatments. Of the 8 institutions conducting any routine screening, 3 (37.5%) screened all patients routinely and 5 (62.5%) screened just certain patients routinely. At the 5 institutions where just certain patients were being screened, the subgroups identified as being screened routinely varied considerably. Of these, 4 institutions (80%) indicated that routine screening included patients undergoing bone marrow transplantation, and 2 institutions (40%) indicated that routine screening included breast cancer patients. Other subgroups identified only by a single institution included patients with sarcomas, gynecologic cancers, hematologic malignancies, and melanoma.
The final survey question sought information about the disposition of patients identified as distressed through routine screening. The response options provided were: 1) nothing (the information collected is not used for clinical purposes); 2) patients seen only by the oncologist or oncology nurse providing their cancer treatment; 3) patients seen by a mental health professional; or 4) other disposition. Of the 8 institutions conducting any routine screening, 0 (0%) indicated that nothing was done with the screening information, 0 (0%) indicated that the patient was seen only by an oncologist or oncology nurse, 1 (12.5%) indicated "other," and 7 (87.5%) indicated that the patient was seen by a mental health professional. In the 1 setting reporting "other," disposition depended on referrals being made by the oncologist or oncology nurse. In the 7 settings where patients were seen by a mental health professional, the professional disciplines involved in the care of patients identified as distressed via routine screening were: social work only (n = 1; 14%); social work and psychology (n = 1; 14%); social work and psychiatry (n = 3; 44%); social work, psychology, and psychiatry (n = 1; 14%); and social work, psychology, psychiatry, and pastoral care (n = 1; 14%).
Discussion
The results of this survey indicate considerable progress in implementing some aspects of the distress management guidelines, but more limited progress in implementing others.
On the positive side, all institutions surveyed indicated that mental health services were available in their setting. Moreover, most institutions had a system that did not charge fees for at least some types of mental health services. This feature suggests the relative absence of economic barriers to accessing a mental health professional at member institutions. Another positive finding was that 53% of member institutions were conducting at least some routine screening for distress, and an additional 27% were piloting procedures for routine screening. These rates, coupled with the finding that screening was considered unnecessary or not worthwhile at only one institution, suggests a general acceptance of routine screening for distress as part of clinical care.
A third positive finding involved the disposition of patients identified as distressed through routine screening. At all but one institution conducting screening, patients identified as distressed were referred routinely to a mental health professional. However, findings indicated considerable variability across institutions in the disciplines involved in providing psychosocial services to distressed patients. Although social workers were said to be involved in delivery of psychosocial care at all of these institutions, 72% also reported the involvement of a psychiatrist, 42% the involvement of a psychologist, and 16% the involvement of a pastoral counselor.
Despite these achievements, several areas can be identified where progress in implementing the distress management guidelines has been limited. First and foremost is the finding that only 20% of the member institutions surveyed were currently screening all patients for distress as recommended by the guidelines. A second area of concern relates to the methods used to identify distressed patients. Among institutions conducting any routine screening, 37.5% relied only on interviews for identifying distressed patients. To the extent that these interviews are not standardized and have not been systematically evaluated, their sensitivity and specificity in identifying distressed patients are unknown. In contrast, several studies have evaluated brief screening measures such as the Distress Thermometer for their usefulness in identifying clinically significant distress, 1, 2, 14, 15 and objective procedures have been established to classify patients as distressed based on their self-reports.
The results of the current survey suggest several future directions for examining implementation of NCCN distress management guidelines. One important direction would be to examine the extent to which the guidelines have been implemented outside the NCCN. It would be interesting to examine guideline implementation at National Cancer Institute (NCI)-designated cancer centers because they represent most of the leading cancer treatment facilities in the United States. It would also be interesting to examine implementation among a sample of communitybased cancer centers where resources for provision of psychosocial care may be more limited than at NCCN member institutions and NCI-designated cancer centers. Another direction would be to examine implementation of the guidelines with greater precision than the current survey. For example, collecting quantitative data from each institution, rather than relying on key informants' survey responses, would allow calculation of the actual percentage of patients screened for distress at each institution and, of those identified as distressed, who received referral to a mental health professional. Yet another future direction would be to resurvey the same 15 NCCN member institutions that completed the current survey to determine if changes have occurred in implementing the distress management guidelines.
The results of the current survey also identify the need to explore ways to promote greater implementation of the guideline recommendation to screen all patients for distress. Responses from several institutions indicating that insufficient resources are available to screen patients suggest that ways to reduce the personnel and effort required to conduct screening must be explored. Use of automated methods, such as computer kiosks positioned in waiting areas, may be one way to obtain information about distress with minimal professional involvement. Studies have shown that the use of computers to collect self-reported data on quality of life is acceptable to patients and yields comparable information to that collected using paper and pencil methods. 16, 17 Greater implementation may also be facilitated by stronger evidence that better outcomes result from using the guidelines. Currently, much evidence supporting the guidelines is based on clinical experience. Studies are needed to test the hypothesis that care delivered in a manner consistent with the NCCN distress management guidelines (e.g., routine screening followed by referral of distressed patients to mental health professionals) results in better control of distress than care delivered inconsistently with the guidelines. Evidence to support this hypothesis could encourage institutions that have lagged in implementing the guidelines to reorganize their patterns of care to be consistent with an approach that yields better outcomes.
